An ethical dilemma describes conflicting opinions by different members of the care team. This article focuses on AJ, a five-year-old child with cerebral palsy, who was born deaf and blind as a result of having contracted rubella in utero. The case is examined against Sokol's four-quadrant analysis of ethical issues, giving a framework designed to facilitate the systematic identification and analysis of clinical ethical problems. The issue is whether the medical team should have palliated AJ, or continued with invasive therapy and feeding. The conclusion is that paediatric palliative care is often difficult, but that the dietitian has a duty to contribute his or her knowledge to benefit the patient.
Introduction
Dietitians working in hospitals often form part of a team of different doctors and health workers. Since the scope of practice of a dietetics graduate is nutrition, as defined by the Health Professions Council of South Africa (HPCSA), this is the area on which the dietitian can advise the team. However, at times, there might be a conflict of opinion when dealing with a particular case.
We present a case in which there was a difference in opinion between the dietitian and the rest of the team. The case will be presented based on Sokol The judgement and justification needed to resolve specific problems, such as the scope of a prior refusal of treatment, are not included in the model. This is why the approach could be fruitfully combined with a theory such as principlism, i.e. autonomy, beneficence, nonmaleficence and justice, and balancing, i.e. determining the moral weight of competing principles and assessing which takes priority.
Sokol's four-quadrant analysis for ethical dilemmas
Ethical case analysis abounds with various methodologies, such as clinical reasoning models, to assist the team that is faced with a dilemma to approach the case in a systematical manner. Sokol proposes a four-quadrant analysis ( Figure 1 ) to logically classify information and address the spectrum of influences (factual, as well as emotional).
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Medical indications
AJ, a five-year-old child with cerebral palsy (CP), was born deaf and blind as a result of having contracted rubella in utero. He was admitted to hospital for the fourth time within a space of four months with a lower respiratory tract infection and weight loss, which was later established to be due to severe gastro-oesophageal reflux disease (GORD). Soon after birth, he also presented with impaired renal function and investigations showed that he also had dysplastic kidneys (both of his kidneys were underdeveloped). On admission to the hospital, he was fed by means of a nasogastric tube because he was suffering from severe respiratory distress. His mother and father, who cared for him at home, reported that it took him more than 45 minutes to finish a meal, and that AJ often coughed and vomited after eating. A milk scan showed that he had severe reflux up to the clavicles, as well as delayed gastric emptying. After the milk scan, his feeding was changed to nasojejunal feeds. However, because he had multiple medical problems, and because he was not a candidate for either renal replacement therapy or a renal transplant (since both of his kidneys were underdeveloped and he was suffering from congenital rubella syndrome), he was categorised as an intervention 2013;26(4) S Afr J Clin Nutr level 1 patient. This meant that he was not to receive any active resuscitation or intravenous antibiotics should he contract a disease, nor be given a blood transfusion should the need arise. He could only be given oral antibiotics and receive normal feeding.
Two weeks after his hospital admission, his respiratory infection cleared up, and a decision was taken to perform a Nissen fundoplication, as well as to insert a feeding gastrostomy in order for him to be discharged. A Nissen fundoplication is a surgical procedure in which the top part of the stomach (fundus) is wrapped around the lower end of the oesophagus in order to prevent the stomach contents from moving back up into the oesophagus and/or oral cavity. It can be performed in two ways: either by means of a laparoscope (a less invasive option) or open surgery (invasive). The benefits of this procedure include a reduced risk of aspiration in persons who are suffering from severe gastro-oesophageal reflux. 2 Postoperative complications include gas-bloat syndrome (a combination of gagging, vomiting, nausea and abdominal distension), dysphagia and dumping syndrome, as well as the usual risks associated with surgical procedures, such as infection. 3 Studies have shown that neurologically impaired and premature infant populations are at highest risk of postoperative complications. 3 Because of intestinal anomalies found during the preoperative diagnostic examination, AJ underwent an open surgical placement of the gastrostomy, as well as the Nissen fundoplication procedure, after his mother had been counselled by the doctors and had signed a consent form for the procedure. Three days after the Nissen fundoplication procedure and placement of the feeding gastrostomy, AJ passed away due to complications associated with the surgery.
Patient preferences
Since this section of the analysis falls within the deontological tradition of patient autonomy and the patient was too young to consent legally to the procedures, as well as not understanding the consequences of a decision, his parents were given the responsibility of becoming his proxy (a person close to the patient who has his or her best interests at heart). In AJ's case, his mother granted permission for the operation (Nissen fundoplication and feeding gastrostomy tube placement) based on the premise that she was fully informed and had his best interests at heart.
Quality of life
Cerebral palsy
CP is defined as a group of permanent disorders that pertain to the development of movement and posture, causing activity limitation that is attributed to non-progressive disturbances which occur in the developing foetal or infant brain. [4] [5] [6] [7] [8] [9] It has been documented that CP occurs in 2-2.5/1 000 live births. 10 Causes of CP include being born before term, not receiving enough oxygen during the birth, the foetus being exposed to maternal infection and/or inflammation in utero, and maternal fever during labour. 6 CP is classified according to movement disorder as either spastic, ataxic, dystonic or athetotic, and according to limb involvement as hemiplegic or quadriplegic. 7 CP sufferers often have visual, hearing and cognitive defects and epilepsy. [5] [6] [7] 9, 11 Other systemic defects are also present, the most common noncerebral defects being cardiac (29%), musculoskeletal (14%), urinary tract (9%) and facial clefts (9%). 2, 6 CP sufferers also often experience feeding problems because of poor hand to mouth coordination, spilling, poor lip closure and frequent regurgitation or vomiting which results in malnutrition. 12 Being malnourished reduces CP-sufferers' well-being, decreases their quality of life and limits their ability to participate in their rehabilitation therapy and other activities. 12 Therefore, improving a CP sufferer's nutritional status through nutritional support via tube feeding, the most common being gastrostomy feeding, aids in CP sufferers' quality of life depends on the severity of the condition. Those who suffer several co-morbidities have a reduced quality of life. Various authors report that the quality of life of CP sufferers who are tube fed is less than those not being tube fed, and that tube-fed CP sufferers have more severe defects of immobility, 5 and also present with more severe neurological disability and a higher mortality rate. 13 
Gastro-oesophageal reflux disease
Gastro-oesophageal reflux (GOR) is defined as "the passage of gastric contents into the oesophagus".
3 This is a process that occurs normally with no symptoms. 3, 14 GOR is caused by relaxation of the lower oesophageal sphincter (LES).
3,15 LES relaxation is transient in healthy persons. However, delayed gastric emptying can increase the occurrence. 3 GORD is defined as "the passage of gastric contents into the oesophagus that results in worrying symptoms or complications, such as faltering growth, oesophagitis and feeding difficulties". 3, 15, 16 GORD has been found to occur more frequently in severely physically challenged children because of decreased LES tone, the inability to be positioned upright, swallowing difficulties, abnormal sensory integration, constipation, abnormal muscle tone and skeletal abnormalities. 3 Aspiration should be suspected when a chronic cough, a chronic lung infection, weight loss, poorly controlled asthma or recurrent pneumonia is experienced. [15] [16] [17] [18] If left untreated, GORD can result in complications such as a failure to thrive, dental erosion and erosive oesophagitis.
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Contextual features
AJ's mother, who had completed Grade 10, was counselled in her mother tongue (isiXhosa) about her child's condition by a panel who included the palliative care team, the doctors involved in her child's treatment, as well a social worker. It was noted that she understood her child's condition and signed a consent form agreeing that AJ would not be resuscitated should he fall into cardiac arrest. Table I provides a summary of the case according to Sokol's methodology. 1 
Ethical dilemma
Since a multi-professional team was involved in the care of AJ, ethical conflict arose in that some members of the team felt they had done everything they could to help AJ (rule-based ethics), as opposed to others who felt that the last treatment was futile, and that AJ would have benefited more from ethics of care (a normative feministic ethical approach that argues that those vulnerable to our choices deserve extra consideration).
Regardless of the patient's prognosis, because he had been classified as intervention level 1, and also because the mother had been counselled and knew what to expect, the doctors continued performing invasive surgery on AJ. This raises the question as to whether the medical team should not have only made him comfortable and given him palliative care, and whether the doctors should have been allowed to conduct surgery on him.
Discussion
The issue at hand is whether the medical team should have palliated AJ or continued with invasive therapy and feeding. Table II provides a summary, proposed by the North American Society for Pediatric Gastroenterology, on alternatives to paediatric feeding.
When applying the feeding options in Table I to AJ, oral feeding was not possible since he was suffering from severe GORD, as well as delayed gastric emptying. He also reportedly took a long time to feed orally and would thus not be able to achieve an adequate nutritional intake via this route of feeding. Nasogastric feeding was also not an option since this would exacerbate the reflux. Since the stomach contents remained in the stomach for longer (delayed gastric emptying), the chances of food refluxing back up into the oesophagus and into the lungs were increased.
Nasojejunal feeding was a good option since food is introduced into the gastrointestinal tract at a point below the stomach, where pressure was not placed on the lower oesophageal sphincter, and food was not present in the stomach, which minimises the chances of reflux.
Feeding gastrostomy is the best option for persons with long-term feeding difficulties. All surgery, even minor, is associated with complications. As AJ was classified as an intervention level 1 patient, he was at an unfair disadvantage before he entered the operating theatre. In view of the intervention level assigned to AJ, this was not the best option.
Taking all of these points and the final outcome of the case into consideration, and AJ passing away owing to complications from the surgery, it would have possibly been to his beneficence if the team had opted for a position of palliative care and inserted a nasojejunal feeding tube to alleviate pain and discomfort, and in this way, allowed him to have better quality of life towards the end.
The ethical tension inherent in all paediatric cases when the prognosis is grim is compounded by medical uncertainty. According Rhoden, 22 Swedish doctors tend to withhold treatment from the beginning if the statistical data show a low rate of success. The trend in the USA is that doctors will treat those who are potentially viable and will continue to do so until it is virtually certain that the child will die. 22, 23 In the UK, the tendency is that doctors are more likely to initiate treatment, but to withdraw it if appears likely that the infant will not survive. No corresponding data are available for South Africa.
However, guidelines from the HPCSA 24 are very pertinent in that they state that:
• A healthcare institution is obliged to provide the appropriate palliative care and follow-up when specialised care is withheld.
• Whatever decision is made, healthcare practitioners must ensure that everybody consulted, and especially those responsible for delivering care, are informed of the decision and are clear about the goals and the agreed management plan.
The plight of the original Bloomington Baby Doe, who suffered from Down's syndrome and an oesophageal defect, and whose water and feeding was withdrawn and medical treatment withheld, has come to exemplify the nature of these dilemmas for many. All Baby Doe dilemmas involve the vexing ethical questions of whether or not quality-of-life judgements are justifiable, and if so, how they can be appropriately circumscribed. But medical uncertainty compounds these dilemmas enormously. In these cases, doctors do not know whether or not the baby will live, and if it does survive, they cannot predict what degree of handicap, if any, he or she may have. This medical uncertainty creates another level of ethical uncertainty: how to make life or death decisions for infants in the absence of the necessary information required to predict or evaluate their future quality of life. 22, 23 When a child has a life-threatening condition, parents and clinicians often struggle to promote his or her well-being, minimise the pain and suffering, and make way for a humane death. Decisions involve deeply held values about life, death and disability, and ethical conflicts can arise. The emotions surrounding end-of-life care can magnify such conflict. Decisions made at this time will have lasting consequences for the child, the family and the clinicians. 25 Because of AJ's multiple medical problems, the palliative team designated AJ as an intervention 1 level patient. However, despite this, a decision was made to perform anti-reflux surgery and to place a feeding gastrostomy tube. In a country with limited resources, and when viewed in accordance with the utilitarian tradition to which our healthcare system subscribes (benefit to the greater number), Do we owe a duty of care to young vulnerable children in the same position as AJ, or do we need to do everything in our power to save the child, regardless of the outcome?
